Cancer patients' experiences of care related to pain management before and after palliative care referral Pain is the main problem for patients with cancer referred to palliative care (PC). Pain management in PC requires a multidimensional approach. A questionnaire was used to determine cancer patients' experiences of care related to pain management, before and after being referred to PC, and to also discover possible correlations between pain control and other aspects of care. Seventy-five consecutive patients from two PC teams were included in the study. The patients had experienced a statistically significant ( P < 0.01) improvement in care after being referred to PC, despite the fact that pain control had not been optimized. Patients' description of 'pain control' after being referred to PC had a statistically significant correlation with their 'feeling of security' and 'continuity of care' throughout the same period. The conclusion is that care provided in PC is vital to successful pain management. Pain control depends not only on analgesics but also on many other aspects of care provided by the nurse. Continuity of care and the opportunity to talk increases the patients' feeling of security, which is also of utmost importance to successful pain management.
INTRODUCTION
Pain is permanent or frequent for over 60% of patients with advanced cancer (Thomason et al . 1998) , and more than 90% of patients who die as a result of cancer suffer from pain in the final phase of life. For the patient, pain may be interpreted as a constant reminder of cancer. The full understanding of pain and pain management requires an examination of the physiological, sensory, affective, cognitive, behavioural, and socio-cultural dimensions contributing to pain (Ahles et al . 1983; McGuire 1992; Ferrell et al . 1994; Strang 1998) . Pain assessment based on an accurate report from the patient, including these various dimensions, is the cornerstone of pain management. This must be followed by a care and treatment plan, once again in close consultation with the patient (Boström et al . 1997 ; Thomason et al . 1998) . The World Health Organization (1996) has published guidelines for effective pain relief based on the use of appropriate drugs in correct doses at correct intervals. In addition, The Swedish Nurse Organization (1999) has published guidelines for the use of non-drug interventions.
Palliative care (PC) includes all aspects of caring for patients who no longer respond to active treatment. The primary function of PC is to maintain patients' quality of life until the time of death. A pain-related problem is the key reason for most patients' referrals to PC (Ellershaw et al . 1995) . Therefore, the physiological, sensory, affective, cognitive, behavioural, and socio-cultural dimensions contributing to pain influence the range of objectives embodied in PC such as: control of symptoms, support to the family, improved communication and coordination, spiritual care, and choice and control over care (Mino 1999) . However, despite being referred to a PC unit more than 30% of patients with advanced cancer report that they suffer from unacceptably severe pain (McMillan 1996; Twycross et al . 1996) . There has been a rapid growth in the number of PC services, for patients with advanced cancer, provided by a varying composition of care providers (Chochinov & Kristjanson 1998; Hearn & Higginson 1998) .
The responsibility of the nurse is fundamental in PC, as the nurse is the link between the patient, other care providers and the patient's family (The Swedish National Board of Health and Welfare 2001). The nurse's role within pain management is of great importance. The nurse should encourage the patient to be an active participant in their care and in discussing goals for pain control and intervention plans (Ashby & Dowding 2001) .
The ethical and methodological problems specifically affecting evaluation of PC have been thoroughly discussed (McWhinney et al . 1994) , implying that there is a need to adopt a broad approach reflecting the complexities of PC (Ingleton et al . 1997; Mino 1999; Abu-Saad 2000) . It may be difficult to select variables in order to assess the outcome of PC (Rink et al . 1997) . One important outcome variable should be management of patients' pain -directly from the point of diagnoses (McMillan 1996; Strang 1998) . When evaluating pain management in PC patients' opinions are vital and attention should be given to both the care process and the outcome variables (Ingleton et al . 1997; Hearn & Higginson 1999; Newbury 2002) .
The aim of this study was to determine cancer patients' experiences of care related to pain management, before and after being referred to a PC team. A further aim was to find correlations between pain control and other aspects of care.
METHODS

Design and setting
A descriptive study design focusing on PC evaluation was performed in a county of southwest Sweden with a catchment area of 370 000 inhabitants. The study was approved by the Committee of Ethics in Medical Investigations, Universities of Lund and Göteborg, Sweden.
Palliative care
Palliative care was performed by two teams from different organizations, each being associated with a hospital. The teams provided a home-care service including services to inpatients and consultancy-based services available to hospital staff and the community. Patients were referred to PC after consultation with their usual physician either by a nurse caring for the patient or by a patient's relative. The most common reasons for requesting PC were painassociated problems. The independent PC objectives of the two teams were almost identical: to make an assessment of patients' problems and needs, and to suggest, initiate and perform interventions for relief of pain and other symptoms while preventing negative side-effects of medication. The objective also included continually supporting nurses and physicians in providing a link between the patients, their families and other care providers.
Sample
A sample of 75 consecutive patients from two hospitalbased PC teams was enrolled. The inclusion criteria were: being orientated to person and place, having no major sensorial defects, able to speak Swedish, over 35 years of age, in need of analgesic treatment and with one of the following diagnoses -lung cancer, colorectal cancer, breast cancer or prostate cancer, and judged to be in the final stage of life. Furthermore, patients needed to be aware that they had been diagnosed with cancer and would receive PC, as opposed to primarily curative care.
Instruments
Demographic and clinical characteristics
A demographic sheet was used to gather data from the patients regarding the following variables: gender, age, civil status, diagnosis, place of care, receiving help, duration of care from PC, prescribed analgesic medication, non-pharmacological pain treatment and the intensity and quality of pain.
Pain assessment
Pain intensity and pain quality were outcome variables assessed with the help of Pain-O-Meter (POM) together with questions selected from the American Pain Society's Patient Outcome Questionnaire (APS 1995). Pain-OMeter is unique as it provides information about both the intensity and the quality of pain (Gaston-Johansson 1996) . In order to indicate pain intensity, POM has a visual ana-logue scale (VAS) at the front, a 10-cm straight-line continuum with anchors on each end, representing no pain at the lower end and severe pain at the upper end of the scale. A centimetre scale is located on the reverse side, numbered 0-10. In order to assess pain quality, POM has a list of 12 sensory and 11 affective word descriptors marked on it. These words represent common pain words. Each word has an assigned intensity value (range 1-5, 1 = mild pain to 5 = strong experiences of pain). Both POM and VAS are tested on a variety of patients with different diagnoses, demonstrating satisfactory reliability and validity for assessment of pain intensity and quality (Herr & Mobily 1993; Gaston-Johansson 1996; Calvin et al . 1999) . The five pain items assessing pain intensity and quality were: How much pain are you in right now?; Please indicate the worst pain you have had in the last 24 h; Please indicate the average pain you have had in the last 24 h; Please describe your pain (sensory component); Please describe your feelings toward your pain (affective component).
Pain control in palliative care questionnaire
A 12-item questionnaire [pain control in palliative care questionnaire (PC-PCQ)] was developed containing two parts with questions about PC related to pain management. Each item had both a before-and during (now with)-PC perspective (Table 1 ). The questionnaire aimed to cover the six dimensions of pain (Ahles et al . 1983; McGuire 1992) , the pain management process and the other objectives of PC. The first part comprised nine items regarding the patient's experiences of the care process. The second part comprised three items selected and modified from APS (1995), regarding instructions about pain medication. The questionnaire was aimed to be brief and easy to use in an interview. An explorative factor analysis was carried out resulting in five factors with an eigen value (Burns & Grove 1997) above 1.0 (cum 62% of total variance). Factor 1 represented pain control before PC (loadings 0.48-0.77, Cronbach's alpha coefficient 0.44). Factor 2 represented symptom control before and during PC (loadings 0.51-0.82, Cronbach's alpha coefficient 0.83). Factor 3 represented medication routines during PC (loadings 0.64-0.82, Cronbach's alpha coefficient 0.79). Factor 4 represented pain control during PC (loadings 0.59-0.75, Cronbach's alpha coefficient 0.70). Factor 5 represented socio-cultural contacts before and during PC (loadings 0.88-0.91, Cronbach's alpha coefficient 0.87). Cronbach's alpha for the whole questionnaire was found to be 0.76. Over and above testing for internal consistency reliability, this construct validity test was motivated because by the fact that the questionnaire was new (Streiner & Norman 2001) .
Data collection
Patients received both written and verbal information about the study; they were asked if they were willing to participate by the PC team staff. Consenting patients were contacted for an interview and again informed that participation was voluntary, that answers would be treated in confidence and that they could withdraw at any time, without reason. The first author, a nurse teacher, especially interested in pain and without any connection to the care teams, collected the data. First the purpose, content and layout of the questionnaire and POM were explained thoroughly to the patients. Then the first author completed the questionnaire as well as the demographic and clinical data by interviewing the patients. Supplementary information about prescribed analgesic medication was obtained from the patients' charts. The patients were also asked to carefully describe their pain using POM, by choosing from each group of sensory and affective words the ones that best described the pain they experienced. Pain intensity was assessed by asking the patients to move the adjustable marker along the line on the front of the POM indicating 'no pain' at the lower end and 'severest possible pain' at the upper end.
Data analyses
Descriptive statistics were used to describe the demographic and clinical characteristics of the sample. Wilcoxon's Signed-Rank test was used to test for significant changes in score before and during PC. Spearman's correlation coefficient was utilized for assessing correlations among items. Multiple regression analysis was performed to measure the strength of the correlations between independent and dependent variables. The level of statistical significance was calculated to P < 0.05.
RESULTS
Characteristics of the patients
Seventy-five patients managed to complete the demographic, clinical and treatment characteristics, which are summarized in Table 2 . After this, one patient was excluded because of weak condition and severe pain. With regard to pain intensity, 22 patients rated current pain as > 3 on the POM-VAS. Twenty-nine patients reported worst pain in the last 24 h between 4 and 6 on the POM-VAS, while 18 patients reported worst pain > 6. The affective and sensory pain words are presented in Figures 1 and 2 and represent the first word each patient used when asked to describe their pain quality. In order to describe their affective pain, 24 patients used the words 'troublesome' or 'tiring' and six patients used the words 'torturing', 'killing' or 'suffocating'. Sensory pain was described as 'prickling' or 'sore' by 15 patients and as 'tearing' or 'cutting' by four patients.
The care process before and during palliative care
Statistically significant ( P < 0.01-0.001) improvements in care related to pain management after being referred to PC were shown for all items in the questionnaire (Table 3) .
The care process during palliative care
Patients' description of 'pain control' had a statistically significant correlation with their description of 'feeling of security' ( r = 0.239, P < 0.05), with 'continuity of care' ( r = 0.279, P < 0.05) and with 'instructions who to call about your pain if you have any questions' ( r = 0.257, P < 0.05) during PC. 'Feeling of security' was the item that provided a statistically significant correlation with all the other items, during PC ( r = 0.239, P < 0.05 to r = 0.521, P < 0.001). When selecting 'feeling of security' as a dependent variable using the Stepwise method, two indepen- dent variables were statistically significant predictors. 'Opportunity to talk' was the best predictor that accounted for 35% of the variance ( R 2 = 0.35, F = 36.43, P < 0.001), while the second predictor 'continuity of care' accounted another 10% ( R 2 = 0.46, F = 27.70, P < 0.001).
DISCUSSION
With regard to the applicability of the study findings, the following should be considered: the study was performed on a small sample of patients with advanced cancer, already referred to PC. The PC staff selected patients con- 
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Affective pain words Figure 2. Sensory pain descriptors expressed by the patients with cancer and during palliative care.1 = prickling, sore; 2 = pinching, nagging, teasing; 3 = aching, gnawing; 4 = cramping, pressing, burning; 5 = tearing, cutting; 6 = patients who used own words; 7 = patients who could not express a sensory word (GastonJohansson 1996) .
Sensory pain words secutively and asked for verbal consent at a suitable opportunity depending on the patient's condition. Although this may be a limitation of the study, it could also explain why there were no dropouts when the patients were contacted for their interview. Notably, the sample was biased in favour of men. To what extent this has influenced the outcome is unknown, but according to Gordin et al. (2001) it may be a disturbing pattern, as women tend to have their cancer pain undertreated more frequently than men. The reliability is debatable, as the patients were asked to recall their experiences of care from memory from the time preceding PC referral. Nevertheless, the strong concordance in the answers both before and during (now with) PC is worth noting as well, as all patients appeared to have a clear recollection of the time they got in touch with PC. One could argue that reliability might have been improved if patients had been interviewed at least twice, before and during PC. In reality, however, conducting research with patients during PC is the only viable solution. Prior to PC referral, patients are often in pain and in a very weak condition making it difficult to ask them to participate and casting doubt over a truly informed consent (Daniels & Exley 2001) . And, as deaths are to be expected for this group of patients, followup data collection would be incomplete (McMillan 1996) . This study was performed specially in order to reduce data collection problems and the questionnaire was designed to limit data collection to one convenient occasion immediately after patients' referral to PC. The whole questionnaire showed good reliability in terms of Cronbach's alpha (0.76). Accordingly, the questionnaire showed sufficient construct validity, considering it is a recently developed questionnaire, if used as a current measurement tool as in this study (Streiner & Norman 2001) . With regard to content validity, the questionnaire along with measurement of pain quality and intensity covers all pain dimensions (Ahles et al. 1983; McGuire 1992; Ferrell et al. 1994; Mino 1999) and PC objectives. It can be difficult to obtain unbiased answers if the researcher is involved in the patients' care (Miaskowski et al. 1994; Daniels & Exley 2001) , therefore, the author who interviewed the patients assured them that none of their answers would influence the care they were receiving, thereby providing the study with sufficient objectivity. The sensory and physiological dimensions of pain are amply covered, as the cancer-diagnosed patients were 
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Schedule pain questioned about both pain intensity and experience of pain control. The median and mean ratings of current and average pain intensities were acceptable (Table 2 ), but still there were patients who described suffering too much pain. Despite unacceptably high worst-pain levels the patients described 'pain control' during PC as good. One interpretation is that the patients were unable to distinguish between an overall better care and pain control (Miaskowski et al. 1994; Boström et al. 1997) . Pain medication had obviously been optimized during PC, with the result that almost all patients said that the analgesic medication instructions were perfectly clear (Table 3) . Clear instructions for 'pain medication' and 'who to call' are aspects included in the behavioural dimension of pain.
The discrepancy between high pain intensities and statements of clear instructions indicates that some patients may not have followed the instructions or avoided asking for more pain medication despite knowing 'who to call'. Patients' compliance with scheduled analgesics or use of on-demand analgesics was only based on the prescriptions made; no evaluation of patients' actual intake was made. Furthermore, on-demand analgesics were not prescribed for 17 of the patients (Table 2) . Ahles et al. (1983) found that the use of pain medication correlated with sensory, cognitive and affective dimensions of pain, specifically linked with the experiences of pain. The frequent expressions of pain as 'worrying' and 'troublesome' (Fig. 1 ) and the many patient reports of unacceptable worst-pain levels could imply that some patients dared not admit to increasing pain levels. Perhaps this was because of thoughts concerning the source, meaning and course of the disease. This may be a lack of inventing the cognitive dimension of pain (Calvin et al. 1999) . The correlation between 'pain control', 'feeling of security' and 'continuity of care' during PC revealed a further correlation between pain dimensions, and between sensory, affective and socio-cultural dimensions of pain. Coupled with the fact that 'opportunity to talk' appeared to be the strongest predictor for 'feeling of security', this enforces the importance of considering the cognitive dimension of pain (Calvin et al. 1999) . 'Support to relatives' is included in the socio-cultural dimension of pain. Probably most of the patients had understood this question as 'support to next of kin' as 24 patients lived alone (Table 2) , explaining the 14 internal dropouts (Table 3) . Patients' experiences of care before PC showed a range from good to very poor and a lack of instructions over how to handle pain (Table 3 ). In line with Newbury (2002) , this study showed increased help with physical and psychological problems such as nausea, constipation, anxiety or worries during PC. However, the many internal dropouts for these items, compared with no internal dropouts for the item 'pain control' (Table 3) , probably result from pain being the most common problem (Ellershaw et al. 1995) . The improvement of other symptoms suggests a further benefit of increased pain control (Ellershaw et al. 1995; Holzheimer et al. 1999) . The increased 'pain control' may also have been a result of patients' opportunity to discuss their understanding of the situation, also allowing them to collect further information (Ellershaw et al. 1995; Milberg & Strang 2000) . The correlations between 'pain control', 'feeling of security' and 'opportunity to talk' during PC could provide such indications. The fundamental importance of communication as well as taking time to talk with the patients has been stressed and is considered central to nursing in PC. Supported by the American Pain Society guidelines (APS 1995) , it is suggested that inadequate communication often contributes to suboptimal pain management. Nurses have to facilitate patients and their families to engage in decision-making over a wide range of issues in PC from goals for treatment to where to stay. For the 49 patients who stayed at home (Table 2) maintaining 'continuity of care' was the responsibility of the nurse. The importance of 'continuity of care' and clear instructions about 'who to call' contributing to 'feeling of security' was revealed in this study and is supported by Milberg & Strang (2000) . It would appear, however, that interventions for treatment need improving, as only three patients stated that they had received a non-pharmacological intervention (Table 2 ). According to the guidelines from The Swedish Nurse organization (1999), nurses urge implementation of interventions such as massage, cold and heat, distraction techniques and transcutaneous electrical nerve stimulation (TENS) in pain management. Ferrell et al. (1994) found that both patients and their families considered the non-pharmacological pain treatment important in addition to analgesic treatment. Clearly, while pain management in PC requires a multidimensional approach it also needs to be performed by a multidisciplinary team in which the nurse ought to have a key function (Ferrell et al. 1994 ; The Swedish National Board of Health & Welfare 2001) . Nursing care of patients with pain and in PC must include open and improved communication not only with the patients and their families, but also with the patients' physician and other health care providers.
CONCLUSION
Cancer patients in pain benefited from PC despite the fact that the pain control provided had not been optimized. 'Continuity of care' and 'opportunity to talk' increases the patient's 'feeling of security', which is of utmost importance for successful pain management in PC. Pain control is not only dependent upon analgesic treatment but also on the many other aspects of care provided by the nurse. The findings supported the need for a multidimensional approach to pain management in PC, although it is impossible to distinguish clearly between the different dimensions of pain. As many patients reported severe worst pain during the past 24 h, patients' compliance with the analgesic treatment needs to be studied further. Therefore, more research and clinical efforts must be applied to explore the cognitive dimension of pain. Furthermore, a complement of non-pharmacological treatments would be of value if implemented within the provision of PC service.
